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Abstract
The Swedish system of disability support is often praised for its comparably well-developed Personal Assistance (PA)
scheme. PA is formally prescribed as a social right for disabled people with comprehensive support needs in the Act Con-
cerning Support and Services to Personswith Certain Functional Impairments (LSS). In the decade following the introduction
of LSS in 1994, the PA-scheme expanded steadily to accommodate the support needs of more and more disabled people.
It is commonly believed that the expansion of PA has substantially boosted the agency of both disabled people and their
relatives. This article critically discusses in what direction the Swedish system of disability support has moved in the past
decade. Is the common image of a system moving towards an ever increasing defamilialization of disability support still
accurate? Or are there signs of stagnation, or even reversal towards refamilialization?What are the possible consequences
of the more recent developments for disabled people and their relatives in terms of agency and equality? These questions
will be discussed with the help of an analysis of the regulatory framework of disability support, statistical data and findings
from public reports.
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1. Introduction
Traditionally, the support of disabled people was almost
exclusively a family matter with very little involvement
of other agents. Only since the rise of modern welfare
states from the late 19th century, certain states started
to accept a limited public responsibility for the support
needs of disabled people and, consequently, residential
service facilities for this group started to emerge. From
the second half of the 20th century, in many countries,
the public support responsibility was widened to cover
a larger proportion of disabled people and, in part as a
reaction to the claims of the Independent Living Move-
ment (Askheim, Bengtsson, & Bjelke, 2014), the major
form of support changed from residential facilities to
home-based support services.
This partial transfer of support responsibility from
the family to the state has by some been coined as de-
familialization (e.g., Lister, 1994; McLaughlin & Glendin-
ning, 1994). In comparative studies about social service
regimes, the Scandinavian countries are usually charac-
terized as outstanding pioneer cases concerning their
capacity to defamilialize support (e.g., Esping-Andersen,
1999; Lewis, 2001), mainly due to their comparably well-
developed public childcare and eldercare systems (e.g.,
Sipilä, 1997; Anttonen, 2003). Less has been written
about disability support regimes from a comparative per-
spective. Yet, the available studies suggest that the Scan-
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dinavian countries have achieved a comparatively high
degree of defamilialization also when it comes to disabil-
ity support. In these studies (e.g., Askheim et al., 2014;
Szebehely & Trydegård, 2007), the role of the Swedish
Personal Assistance (PA) system in particular, introduced
in the Act Concerning Support and Services to Persons
with Certain Functional Impairments (LSS) has been em-
phasized. The intention with the reform was to advance
self-determination and participation in society for peo-
ple with comprehensive support needs.
The main aim of this article is to critically discuss in
what direction Swedish disability support in the form of
PA has been heading in the past decadewhen it comes to
the balance of support responsibility between the public
sector and the family. Is the common image of a system
that is moving towards more and more defamilialization
of support still accurate? Or are there signs of stagna-
tion or even reversal towards refamilialization?What are
the possible consequences of the recent developments
in the Swedish PA-system for both disabled people and
their relatives in terms of agency and equality?
In the following section the theoretical framework of
this article will be sketched out. In particular, the concept
of defamilializationwill be discussed here. Thereafter the
data andmethodology of the study are described. Subse-
quently, the main formal traits of the Swedish disability
support system since the introduction of the LSS in the
mid-1990s will be illustrated, followed by an analysis of
the development of PA in the past 10 years, based on
public statistics and public reports. Finally, the possible
consequences of these developments in terms of equal-
ity and agency for support givers and recipients are dis-
cussed before the main findings will be wrapped up in
the conclusion.
2. Theoretical Concepts
2.1. Defamilialization
One of the main tasks of modern welfare states is to pro-
vide services to those needing practical and/or personal
support. The main target groups of these services are
children, older and disabled people. Probably the two
most important functions of these services are: (1) to
make sure that the needs of support are properly met,
and (2) to lessen the dependency of (potential) familial
support givers and support recipients from each other
(Rauch, 2007).
In theoretical terms, the second function can be ap-
proached with the concept of defamilialization, initially
developed by Ruther Lister (1994) and defined as “the
degree to which individual adults can uphold a socially
accepted standard of living, independently of family re-
lationships” (Lister, 1994, p. 37). While Lister originally
mainly focused on economic aspects of defamilialization
(i.e., financial/economic autonomy), the focus in this ar-
ticle will shift to the question of social dependency be-
tween (potential) familial support-givers and support-
recipients. One basic assumption here is that a famil-
ial support relation increases the dependency of both
parties (Dunér & Olin, 2018; McLaughlin & Glendinning,
1994). If support-giving is at least partially transferred
to other actors outside the family—in other words, if
it becomes defamilialized—the personal autonomy and
agency of both support-givers and support-recipientswill
be elevated (Leitner & Lessenich, 2007; O’Connor, 1993;
Ulmanen, 2015). Here, familialized support is in no way
regarded, in itself, as an inferior or undesirable form of
support. Of course, familial support is essential for many
disabled people. Somedo prefer familial support and em-
phasize its intrinsic value. Others have a more ambigu-
ous stance towards it. And yet others do prefer public or
other types of support (e.g., Dunér & Olin, 2018). The
very point is rather that real agency of support-givers
and support-recipients presupposes that disabled peo-
ple and their relatives have a real chance to choose the
support form they desire.
Many articles on social services calculate or relate to
overall defamilialization scores for certain care schemes
in order to analyze the impact of these on agency and
equality (e.g., Esping-Andersen, 1999; Lohmann & Zagel,
2015; Rauch, 2007). However, it is often overlooked that
defamilialization can be distributed unequally across dif-
ferent social groups in society. Depending on the insti-
tutional structure of the support solution in question,
some segments in society might gain more defamilial-
ization of support than others. In this article we will ex-
plicitly address this question by introducing the concept
of segmented defamilialization, understood as defamil-
ialization which is only granted to some groups in society
(e.g., social classes, citizens of certain regions, etc.) but
not, to the same degree, to others.
2.2. Agency and Equality
In this article, the concept of defamilialization will be
tightly linked to concepts of agency and equality. Equal-
ity presupposes according to Amartya Sen (1992) not
only equal access to material resources but also equal-
ity of agency. Agency will be defined here as the ability
of individuals to make their own choices. Defamilialized
disability support can be argued to raise the agency of
both disabled people and their relatives. The availabil-
ity of extra-familial support options grants close relatives
greater agency to choose to what extent they would like
to dedicate their time to the support of their disabled
relative or rather to alternative activities, such as labor,
leisure, and so on. Likewise, defamilialized support op-
tions give disabled people the agency to choose between
different support forms. Theymightwant to choose extra
familial support if they deem that this support form in-
creases their independency in society more than familial
support. To sum up, defamilialized disability support has
the capacity to enhance the richness in terms of agency
among both groups and thus improves their social posi-
tion in relation to other groups in society. In other words,
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it can contribute to increase the equality between those
who are disabled and those who are not.
3. Data, Operational Assumptions and Analytical
Framework
The discussions in this article will be based on analyses
of legal regulations concerning PA, public statistics and
findings from public reports. In the first step of analysis,
the legal framework of PA and the related Assistance Al-
lowance (AA) will be discussed. In the second and main
step of analysis, public statistics from, among others, the
Swedish Social Insurance Agency (SSIA) and the Swedish
National Board for Health and Welfare (NBHW) will be
used to study the development of PA since the introduc-
tion of LSS in the mid-1990s. Here, focus will be on the
development of the number of PA-recipients per capita,
approval rates and withdrawn PA-admissions, as well as
on the average amount of assistance hours granted per
recipient. A combined analysis of these indicators will be
used to discuss developmental trends concerning the de-
gree of defamilialization of disability support in general
and among different social groups. The main underlying
operational assumptions are:
(1) Relative number of recipients: the higher the rel-
ative number (share per 100.000 residents) of PA-
recipients, the higher is ceteris paribus the over-
all share of people with disability receiving at least
partially defamilialized assistance;
(2) Approval andwithdrawal rate: the higher the share
of declined PA-applications and the higher the
share of withdrawn PA-admissions, the higher is
ceteris paribus the share of people wishing to re-
ceive but being excluded from getting defamilial-
ized assistance;
(3) Service intensity: the higher the number of PA-
hours per PA-recipient, the deeper is the degree of
support defamilialization among those receiving PA.
The quantitative data will be interpreted with the help of
SSIA’s own enquiries about the development of AA. This
allows us to better understand alterations over time con-
cerning admission assessments.
Taken together, the first two steps of analysis will
help us to identify defamilialization or refamilialization
trends in Swedish disability support. The third step of
analysis, which will mainly be based on a report from
the NBHW, can give us tentative findings about possi-
ble consequences of these developments for the agency
of both familial support-givers and support-recipients as
well as the social position of these two groups in relation
to other groups in society.
4. The Legal Framework: LSS and the System of PA
A major legal cornerstone of the Swedish system of dis-
ability support is the LSS introduced in 1994. LSS de-
fines three target groups for disability support measures
(SFS, 1993): persons with learning difficulties, autism or
a condition similar to autism (group 1), persons with sig-
nificant pervasive cognitive impairment related to brain
damage acquired in adult life due to external violence or
physical sickness (group 2), and peoplewith other perma-
nent physical or mental impairments not due to normal
aging causing significant difficulties with daily life activi-
ties and therefore a substantial need of support and ser-
vice (group 3) (LSS, 1§).
All persons in these three groups are to be granted
certain social rights if they need support for their living
and their needs are notmet in other ways (LSS, 7§). Prob-
ably the most important social right (and the one I will
focus on in the following) specified in LSS is the right to
PA. PA is according to LSS (9a§) to be granted to indi-
viduals from the three categories mentioned above, pro-
vided the conditions of LSS 7§ are fulfilled, if they are be-
cause of large and consistent impairment need help with
either: (1) their personal hygiene, (2) meals, (3) getting
dressed and undressed, (4) communication with others
or (5) other assistance requiring detailed knowledge of
the person.
The right to PA is intimately linked to the so-called
AA, administered by the SSIA and jointly financed by the
state and local municipalities. AA is to be granted to in-
dividuals qualifying for PA according to the regulations
above, if they are regarded to need assistance in accor-
dance with LSS 9a§ more than 20 hours per week. Other
personal needs may be counted in as well (SSIA, 2017b).
If granted, AA is to be used by the beneficiaries to finance
their PA. AA-admission is to be re-evaluated and, conse-
quently, can be withdrawn, reduced, remain unchanged
or expanded each second year. People who are regarded
to need less than 20 hours of PA, can still be entitled to
PA fully administered and financed by local authorities
(in short,municipal PA). About 75% to 80% of all current
PA-recipients are covered by AA (SSIA, 2017a).
There is no doubt that the introduction of LSS has
sparked a tremendous rise of PA in the period 1995–2010
(see Figure 1). However, in recent years several adminis-
trative court rulings and governmental appropriation di-
rectives may have influenced the development of PA in a
reverse direction (NBHW, 2017b; SSIA, 2017b). To assess
the impact of these recent de facto changes of the reg-
ulatory framework of PA we will discuss statistical data
concerning PA-coverage, approval rates, withdrawal de-
cisions and service intensity.
5. Analysis of the Development of PA-Coverage,
Approval Rates, Admission Criteria and Service
Intensity
Figures for the development of PA are available since
1994. They indicate that the total number of PA-
recipients (comprising both AA-recipients and recipients
ofmunicipal PA) has increased steadily from the introduc-
tion of LSS in 1994 up until about 2010–2011. Also, the
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Figure 1. Relative number of PA-recipients, 1994–2017. Sources: own calculations based on Statistics Sweden (2018), SSIA
(2017a) and NBHW (2017a); data from SSIA retrieved from Independent Living Institute (2018).
overall amount of admitted PA-hours has risen through-
out this period, as well as the number of hours allo-
cated per PA-recipient. Altogether, this early period of
PA-development, can be described as a period of con-
stant growth (SSIA, 2016). The main question to address
below is what happened since then.
5.1. The Relative Number of Recipients: A Proxy for
PA-Coverage
It is virtually impossible to exactly calculate coverage lev-
els for disability support schemes, since there are no re-
liable figures about the number of disabled people and
their support needs. However, assuming that there are
nomajor short-term fluctuations in this group, the devel-
opment of the relative number of recipients of PA (num-
ber of recipients per 100,000 inhabitants) can serve as a
proxy to grasp trends in coverage development.
The relative number of PA-recipients has risen
steadily up until about 2010–2011 (see Figure 1). From
this point of time we can see a stagnant trend until
about 2015 and a decline for the most recent period un-
til 2017. This decline is due to a shrinking number of
AA-recipients, which is only partially compensated by a
slightly rising number of municipal PA-recipients.
Can these figures be regarded as a sign of a trend re-
versal, as regards the process of defamilialization of dis-
ability support? The answer depends on whether the de-
clining number of people included in the PA-system is
regarded as an indication of declining support needs or
rather as an expression of stronger admission restrictions.
5.2. Approval Rate, Withdrawal Decisions and
Assessment Criteria
Figures on the approval rate for first-time AA-
applications strongly suggest that rather the latter is the
case (see figure 2, below). In 2005 about 70% of all AA-
applications were approved. Around 2010 the approval
rate hovered around 50%. According to the most recent
figures from January to June 2017, now only 17% of all
people seeking AA are admitted. The shrinking approval
rate is not due to a rising number of applicants. By con-
trary, the absolute number of AA-applicants per year has
been relatively stable since 2005, hovering around 2,500
applications per year (SSIA, 2017b, p. 39).
It has not only become much harder to get access to
AA for first-time applicants. Also, those who are already
covered by AA run a heightened risk to lose their AA at
the two-year follow-up checkpoints. The proportion of
follow-ups leading toAA-withdrawal has remained stable
at around 8% in the period 2009–2016, yet it has doubled
from 2016 to 2017 according to provisional figures from
the SSIA (2017b, p. 52–53).
According to the SSIA’s own analyses (2017a, 2017b)
the development concerning approval and withdrawal
rates is mostly due to sharpened assessment crite-
ria. These have in turn partly been prompted by two
Supreme Administrative Court (SAC) rulings from 2012
and 2015. The SAC-ruling from 2012 (HFD, 2012) pre-
scribes that the need of assistance for medical self-care,
such as assistance with ostomy, catheter and enteral nu-
trition cannot be regarded as a basic need in the sense
of LSS (NBHW, 2017b, p. 19). Another SAC-decision from
2015 stipulates that only mental health problems can
constitute other assistance needs, “requiring detailed
knowledge of the person” (HFD, 2015). Therefore, for ex-
ample, the need of assistance with breathing, handling
of epileptic seizures, etc., would not constitute a PA need
according to LSS (NBHW, 2017b, p. 19). Yet another SAC-
decision from July 2017 (HFD, 2017) was expected to
drastically reduce the chances of applicants to receive
AA in the future, prescribing that waiting hours and pre-
paredness of PA-staff in between active assistance activ-
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Figure 2. Approval rate for first-time AA-applications, 1994–2017. Sources: SSIA (2017a); data from SSIA retrieved from
Independent Living Institute (2018).
ities shall not be counted when PA needs are calculated.
The government has pledged to attempt to halt the po-
tential impact of this recent court decision (Government
of Sweden, 2018).
More recently, also governmental appropriation di-
rectives calling for cost containment have implicitly en-
couraged SSIA to sharpen admission criteria. The appro-
priation directive from 2015 explicitly instructed SSIA
to “contribute to reduce the development of admitted
hours in the Assistance Allowance” (Government of Swe-
den, 2015). SSIA has also on its own become active to
tighten admission criteria for AA. Already in 2007 SSIA
specified that in the future only “very personal” needs
are to be regarded as basic needs in the sense of LSS (Näs-
man, 2016). SSIA now regards, for instance, certain forms
of motivational assistance no longer as a basic need in
the sense of LSS. When it comes to children applying
for AA, it is often argued that motivational assistance as
well as other types of assistance such as constant super-
vision can instead be expected to be a part of parents’
“ordinary responsibility” for their children (SSIA, 2017a,
p. 29). Therefore, particularly children with autism or
similar conditions now run a much higher risk of non-
approval in admission or re-evaluation assessments. Yet,
the chances of approval have shrunken for all categories
covered by LSS (see SSIA, 2017a, pp. 19f).
Altogether, it can be concluded that the admission
threshold for AA has substantially been raised. Only to a
small extent the declining approval rate for AA has been
compensated by a slightly rising influx of PA-applicants
into municipal PA (see figures on municipal PA above).
5.3. Service Intensity
As we have seen above, the coverage of PA and, in partic-
ular, the admission chances for first-time PA-applicants
have been reduced in the past recent years. Looking at
intensity figures another trend can be observed (see Fig-
ure 3). The number of assistance hours granted per av-
erage AA-recipient has risen steadily since 1995, except
for the last year. Looking at overall data covering both AA
andmunicipal PA a slight decrease of the average service
intensity per recipient can be observed, though, since an
increasing proportion of those who get PA nowmust rely
on municipal PA, which per definition has a lower ser-
vice intensity.
How can we understand this trend? As said above,
in the past decade it has become harder and harder to
get admitted to AA, meaning that to an increasing extent
only thosewith very extensive support needs are granted
access to the PA-system. Hence, the observed trend sim-
ply mirrors the fact that PA has become more and more
focused on people who need comprehensive assistance,
whereas others are barred from access.
Altogether, the figures presented here suggest that
the current Swedish PA-system is in a critical situation.
Looking solely at long time series about coverage figures,
no dramatic changes can be seen yet. However, digging
deeper and focusing on the development of approval
rates for first-time AA-applicants and analysing recent
Administrative Court decisions another picture emerges,
suggesting that we might be witnessing the very begin-
ning of a dismantling of the universal and defamilializ-
ing character of Swedish PA. Access to AA now seems
to be reserved for those with very extensive needs of
assistance, whereas others who also may have substan-
tial support needs mostly are declined access. When it
comes to disabled children, PA is often declined with the
explicit motivation that their parents can be expected
to take care of their needs due to their legally stipu-
lated parental responsibility (Fridström Montoya, 2017;
SSIA, 2017b).
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Figure 3. PA-intensity, 1994–2017. Source: own calculations based on data from SSIA, retrieved from Independent Living
Institute (2018).
6. Discussion: Possible Consequences for Agency and
Equality
The figures above reveal that a large proportion of AA-
applications are declined. In this section, we will discuss
the possible consequences of AA-decline for the agency
and the equality of the affected disabled people and
their families.
6.1. Agency
In a recent enquiry, the Swedish NBHW has analyzed the
fate of 460 disabled persons who have either been de-
clined access to AA or have experienced withdrawn AA in
the first half of 2017 (NBHW, 2017b). In this group, 40%
are children. According to NBHW’s analyses many in this
group have considerable support needs. Nevertheless,
20% are now without any support services whatsoever.
Two thirds receive municipal PA, which, however, nor-
mally does not exceed 20 hours per week. Some receive
other municipal services, such as relief care service in the
home and short-term residential care. For most affected
persons, all these alternative services have proven to
be non-sufficient in relation to their needs of assistance.
NBHW’s report also reveals that close relatives of disabled
people with declined AA very often have to take over a
high support responsibility, which often is conceived as
too high to be manageable. Because of that, an increas-
ing number of disabled people end up in LSS-homes. Sta-
tistical data confirm that this form of residential disability
support is on the rise again (NBHW, 2017a, p. 31).
From the enquiry of NBHW and also from another
study carried out by Näsman (2016) yielding similar re-
sults, it can be concluded that AA-decline has huge con-
sequences for the agency and the life chances of many
disabled people and their relatives. The affected disabled
people often become very strongly dependent on fa-
milial support or, alternatively, they will be bound to
a residential support facility, which arguably hits their
agency even more drastically. AA-decline also vastly de-
teriorates the agency of many relatives of disabled peo-
ple with comprehensive support needs, who often are
forced to abstain themselves from active participation in
social life—including labor market participation—and to
live with the social and material consequences thereof.
6.2. Equality
What then are the consequences for equality? Here we
will distinguish between functionality related, gender re-
lated, class related and local equality.
6.2.1. Functionality Related Equality
One of the main ambitions of LSS is to further “equal-
ity in living conditions” and thus to allow disabled peo-
ple with comprehensive support needs to “live as others”
(SFS, 1993, 5§). This goal has probably never been fully
met (von Granitz, Reine, Sonnander, & Winblad, 2017),
yet the rather unique universal and generous character
of Swedish PA, allowed huge strides in the right direc-
tion in the period of PA-expansion. However, in the most
recent years PA has become much weaker in terms of
universalism and defamilialization of support responsibil-
ities and, in consequence, also its agency boosting func-
tion has started to crumble. As argued above, the agency
of many disabled people and their relatives has been re-
duced because of the tightened AA-assessment criteria.
Following the argument of Sen (1992) that agency is a
major dimension of equality, this implies that functional-
ity related inequality is on the rise again.
6.2.2. Gender Equality
Given the fact that informal support is predominantly
carried out by women, it is often argued that defamil-
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ialization primarily boosts the agency of women and,
therefore, that it is an important precondition of gen-
der equality (e.g., McLaughlin & Glendinning, 1994; Ul-
manen, 2015). Yet, in the current Swedish PA-system we
are rather witnessing a refamilialization trend. Arguably,
this trend most probably implies a deepening of gen-
der inequality.
6.2.3. Class Equality
In the last decade, we have seen a rise of commercial
household services in Sweden, prompted by the intro-
duction of an earmarked tax deduction for the purchase
of these services in 2006 (Erlandsson, Storm, Stranz, Sze-
behely, & Trydegård, 2013). We know that a significant
portion of older persons resorts to these kind of services
as an alternative to home help services (Erlandsson et. al,
2013; Ulmanen & Szebehely, 2015) and there have been
rumors in the press that disabled people with declined
PA are starting to do the same. Can these commercial
services to some extent compensate for the decreased
public PA-provision?
Some social policy researchers do conceive commer-
cial personal services as a possible alternative route
towards defamilialization (Esping-Andersen, 1999; Sara-
ceno, 2010). However, the problem with this second
route of defamilialization is that it is only accessible
for the economically privileged. Only publicly regulated
services are granted universally, based on citizenship
and/or needs. Commercial services are instead allocated
after purchasing power. Figures about the consumption
of commercial services among older people reveal that
these services are indeed foremost consumed by high in-
come groups (Erlandsson et al., 2013; Ulmanen & Szebe-
hely, 2015). Most probably we would see the same situ-
ation in the field of disability support: in case of declined
or insufficient PA, only the affluent can afford to pur-
chase commercial support alternatives, but not the less
affluent, who only can resort to familial support. Hence,
we can conclude that we will end up with a segmented
defamilialization of support, if commercial services re-
place publicly administered PA to a significant extent. In
other words, the current development of PAmight in the
longer run also imply a deepened class related inequal-
ity among disabled people who are excluded from AA.
Peoplewith lower education already are underprivileged
when it comes to PA-access, since they are less likely to
have the capacity to effectively claim their social rights,
in particular if they are required to take up a legal fight
against authorities.
6.2.4. Local Equality
One of the main reasons behind the introduction of AA
and the related transfer of the main admission approval
responsibility to the SSIA, was to establish a uniform
admission standard across the country (Näsman, 2016).
Ironically, the recent development of AA forces many PA
applicants to apply for municipal PA. Yet, Swedish mu-
nicipalities employ very different admission criteria and
therefore the chances of PA applicants to be at least
admitted municipal PA differ substantially between mu-
nicipalities (NBHW, 2017b). Moreover, the possibility to
purchase commercial service alternatives varies greatly
across the country. These services tend to be available
only in densely populated areas (Erlandsson et al., 2013).
Altogether, this means that the recent sharpening of ad-
mission criteria for AA most probably also engenders
an increasing local inequality among disabled in need
of support.
7. Conclusion
The Swedish disability support system is often praised
by international observers. PA is conceived as the crown
jewel of this system. It is assumed to be universally acces-
sible for all disabled peoplewith comprehensive needs of
assistance. Due to this assumed character, Swedish PA is
believed to effectively enable disabled people and their
relatives to lessen their mutual dependency, to boost
their agency and to enhance their social position in so-
ciety. This image of Swedish PA has been underpinned
by statistical data witnessing a constantly rising relative
number of PA-recipients from the introduction of LSS in
1994 up until about 2010–2011.
Yet, data from the past decade about approval rates
for AA-seekers as well as analyses of changed admis-
sion criteria suggest, that we might be in the wake of
a reversed development. Potential newcomers to the
PA-system meet drastically decreased chances to pass
the admission tests. Those already covered by PA run
a heightened risk to lose their PA, when their assis-
tance needs are scrutinized in their next re-assessment.
Not only disabled people with minor support needs
are affected, but also certain groups who according to
a common-sense definition of comprehensive disability
should qualify for AA, such as persons with physical im-
pairments in need of breathing assistance or children
with autism in need of motivational assistance. If this re-
cent trend continues, we might very well be witnessing
the very beginning of the dismantling of PA as a univer-
sal support system for disabled people with substantial
support needs.
There will definitely be consequences both on the in-
dividual and the societal level if this trend is allowed to
continue. On the individual level, wewill see that an ever-
larger number of disabled people will have to turn to
municipal service alternatives, which do not have the ca-
pacity or quality to fully satisfy their support needs (Näs-
man, 2016). As a result, a large group of disabled peo-
ple and their relatives will be exposed to increased famil-
ial dependency, a low level of agency and consequently
reduced life chances both in economic and other terms
(Näsman, 2016; NBHW, 2017b).
In the long run, there will also be consequences on
the societal level, both in terms of inequality and eco-
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nomic sustainability. A dwindling state sponsored disabil-
ity support means more inequality (both in terms of eco-
nomic resources and agency) between disabled and their
relatives on one hand, and those unaffected by disabil-
ity on the other. Female relatives will be particularly hit
by diminished agency and therefore also gender equal-
ity will be influenced negatively. A rising proportion of
disabled people, will need to find alternative support so-
lutions. Yet, commercial service alternatives that poten-
tially can replace familial support are only accessible for
the economically privileged and thus also class differen-
tials will rise within the group of disabled and their fam-
ilies. Interestingly, the recent trend of PA-austerity can
also be questioned from a strict economic standpoint. As
Knutsson (2017) and Näsman (2016) have argued, the
economic savings from reducing access to PA are most
probably much lower than the alternative costs in terms
of shrinking employment activity and heightened depen-
dency on welfare benefits among disabled and their rel-
atives. Altogether, it can be argued that a continued aus-
terity in the PA-sector most probably will be detrimental
for both the social and the economic sustainability of the
Swedish society.
The recent trend in the PA-sector can only be re-
verted if we understand its main causes. The gov-
ernmental appropriation directive from 2015 suggests
that cost containment motives might be one important
cause behind the most recent sharpening of admission
criteria. Most certainly, vagueness in the stipulations
of LSS about what needs constitute basic needs is an-
other important cause. This vagueness has made pos-
sible the recent SAC rulings (Näsman, 2016). Political
decision-makerswill have to re-evaluate both the recent
cost containment strategy as well as the legal design of
LSS if they want to save the Swedish PA-system from
collapse. But they will have to act swiftly to get the ac-
tual development of the system back into line with the
universal and emancipatory ambition of LSS. If decision
makers rather choose to take a passive stance, the uni-
versal, empowering and equalizing PA-system that we
have come to know will disappear and will be replaced
by a more old-fashioned system, characterized by famil-
ial dependency, poor agency and much less equality—a
system that not only would be disadvantageous for the
affected disabled people and their families, but also for
society as a whole.
Acknowledgements
This research was supported by the Swedish Research
Council for Health, Working Life and Welfare (Forskn-
ingsrådet för Hälsa, Arbetsliv och Välfärd), grant number
2012-0275.
Conflict of Interests
The authors declare no conflict of interests.
References
Anttonen, A. (2003). Working parents and the welfare
state: Family change andpolicy reform in Scandinavia.
Journal of European Social Policy, 13(3), 304–305.
Askheim, P. O., Bengtsson, H., & Bjelke, B. R. (2014). Per-
sonal assistance in a Scandinavian context: Similari-
ties, differences and developmental traits. Scandina-
vian Journal of Disability Research, 16(sup1), 3–18.
Dunér, A., &Olin, E. (2018). Personal assistance from fam-
ily members as an unwanted situation, an optimal
solution or an additional good? Disability & Society,
33(1), 1–19.
Erlandsson, S., Storm, P., Stranz, A., Szebehely, M., & Try-
degård, G.-B. (2013). Marketising trends in Swedish
eldercare: Competition, choice and calls for stricter
regulation. In G.Meagher&M. Szebehely (Eds.),Mar-
ketisation inNordic eldercare (pp. 23–83). Stockholm:
Stockholm University.
Esping-Andersen, G. (1999). Social foundations of postin-
dustrial economies. New York, NY: Oxford University
Press.
Fridström Montoya, T. (2017). Ole, dole, doff: Vilken
tid ska bort? Om föräldraansvaret vid bedömningar
av rätt till personlig assistans för barn med funk-
tionsnedsättningar. In M. Brattström & M. Jänterä-
Jareborg (Eds.), För Barns bästa. Vänbok till Anna
Singer (pp. 87–107). Uppsala: Iustus Förlag.
Government of Sweden. (2015). Regleringsbrev för bud-
getåret 2016 avseende Försäkringskassan (Rege-
ringsbeslut I:8) Stockholm: Government of Sweden.
Government of Sweden. (2018). Nya assistansre-
gler föreslås träda i kraft 1 april (Press Re-
lease, 2018/01/08). Retrieved from http://www.
regeringen.se/pressmeddelanden/2018/01/nya-assi
stansregler-foreslas-trada-i-kraft-1-april
HFD. (2012). Supreme administrative court annual book
HFD 2012 ref. 41 (case number: 1-12).
HFD. (2015). Supreme administrative court annual book
HFD 2015 ref. 46 (case number: 3527-14).
HFD. (2017). Supreme administrative court annual book
HFD 2017 ref. 27 (case number: 1206-16). Inde-
pendent Living Institute. (2018). Statistik om per-
sonlig assistans. Assistancoll. Retrieved from https://
assistanskoll.se/assistans-statistik.php
Knutsson, H. (2017).Den personliga assistansens alterna-
tivkostnader. Lund: Lund University.
Leitner, S., & Lessenich, S. (2007). (In)dependence as
dependent variable: Conceptualizing and measuring
‘de-familization’. In H. Clasen & N. A. Sigel (Eds.), In-
vestigating welfare state change (pp. 244–260). Chel-
tenham: Edward Elgar.
Lewis, J. (2001). The decline of the male breadwinner
model: Implications for work and care. Social Politics,
8(2), 152–169.
Lister, R. (1994). “She has other Duties”—Women, citi-
zenship and Social Security. In S.Baldwin & J. Falk-
ingham (eds.) Social security and social change:
Social Inclusion, 2018, Volume 6, Issue 2, Pages 56–65 63
New challenges to the Beveridge model (pp. 31–40).
Hemel Hemstead: Harvester Wheatsheaf.
Lohmann, H., & Zagel, H. (2015). Family policy in compar-
ative perspective: The concepts and measurement
of familization and defamilialization. Journal of Euro-
pean Social Policy, 26(1), 48–65.
McLaughlin, E., & Glendinning, C. (1994). Paying for care
in Europe. Is there a feminist approach? In L. Hantrais
& S. Mangen (Eds.), Family policy and the welfare
of women (pp. 52–69). Leicestershire: Loughborough
University of Technology.
Näsman, M. (2016). Konsekvenser av indragen assis-
tansersättning. En studie om medikalisering och hur
kostnader skiftar från samhället till brukaren och dess
anhöriga. Umeå: Umeå University.
NBHW. (2017a). Insatser och stöd till personer med funk-
tionsnedsättning. Lägesrapport 2017. Stockholm:
Socialstyrelsen.
NBHW. (2017b). Konsekvenser av domar om det femte
grundläggande behovet. En analys av hur kommuner
och brukare påverkas. Stockholm: NBHW.
O’Connor, J. (1993). Gender, class and citizenship in the
comparative analysis of welfare state regimes: Theo-
retical and methodological issues. British Journal of
Sociology, 44(3), 501–518.
Rauch, D. (2007). Is there really a Scandinavian social
service model? A comparison of childcare and elder-
lycare in six European countries. Acta Sociologica,
50(3), 249–269.
Saraceno, C. (2010). Towards an integrated approach for
the analysis of gender equity in policies supporting
paid work and care responsibilities. Demographic Re-
search, 25, 371–405.
Sen, A. (1992). Inequality reexamined. New York, NY: Rus-
sel Sage Foundation.
SFS. (1993). Act concerning support and services to per-
sons with certain functional impairments (Swedish
Code of Statutes SFS 1993:387). Stockholm: Ministry
of Health and Social Affairs.
Sipilä, J. (1997). Social care services: The key to the Scan-
dinavian welfare model. Aldershot: Avebury.
SSIA. (2016). Assistansersättningens utveckling. Förän-
dringsprocesser 2005–2015 (Social Insurance Report
2016:5). Stockholm: SSIA.
SSIA. (2017a). Avslag inom assistansersättningen. Hur
kan vi förstå den senaste tidens ökning? (Social Insur-
ance Report, 2017:8). Stockholm: SSIA.
SSIA. (2017b). Assistansersättning. Inflöde, utflöde och
konsekvenser av förändrad rättspraxis (Social Insur-
ance Report 2017:14). Stockholm: SSIA.
Statistics Sweden (2018). Statistical database. Statistik
databasen. Retrieved from http://www.statistikdata
basen.scb.se/pxweb/en/ssd/?rxid=86abd797-7854-
4564-9150-c9b06ae3ab07
Szebehely, M., & Trydegård, G.-B. (2007). Omsorgstjän-
ster för äldre och funktionshindrade: Skilda villkor,
skilda trender? Socialvetenskaplig tidskrift, 14(2/3),
197–219.
Ulmanen, P. (2015). Omsorgens pris i åtstramningstid:
Anhörigomsorg för äldre ur ett könsperspektiv (PhD
dissertation). Stockholm University, Stockholm.
Ulmanen, P., & Szebehely, M. (2015). From the state to
the family or to the market? Consequences of re-
duced residential eldercare in Sweden. International
Journal of Social Welfare, 24(1), 81–92.
Ungerson, C. (1997). Social politics and the commodifica-
tion of care. Social Politics, 43(3), 583–600.
von Granitz, H., Reine, I., Sonnander, K., & Winblad,
U. (2017). Do personal assistance activities promote
participation for persons with disabilities in Sweden?
Disability and Rehabilitation, 39(24), 2512–2521.
About the Authors
Dietmar Rauch is Senior Lecturer in social work. His research areas are social policy, social care services
and old age policy.
Elisabeth Olin is Professor in social work. Her research concerns the life situation of disabled people,
primarily related to various aspects of their daily living, social relationships and participation in society.
Social Inclusion, 2018, Volume 6, Issue 2, Pages 56–65 64
Anna Dunér is Professor in social work. Her research areas are formal and informal support networks,
and social work with older and disabled people.
Social Inclusion, 2018, Volume 6, Issue 2, Pages 56–65 65
